Literature Review with Cases | Olgularla Literatir incelemesi

Gazi Med J 2026;37(1):126-134

DOI: http://dx.doi.org/10.12996/gm;j.2025.4350

Developmental Perspective on Management of Childhood Chronic Diseases in

Pediatric Practices

Pediatri Uygulamalarinda Cocukluk Cagi Kronik Hastaliklarinin Yonetimine iliskin Gelisimsel

Perspektif

@® Tuba Celen Yoldas

Department of Pediatrics, Division of Developmental Pediatrics, Gazi University Faculty of Medicine, Ankara, Turkiye

ABSTRACT

Management of chronic health conditions in pediatric practice
requires a holistic and systematic approach for optimal development.
Although a substantial body of literature exists on chronic disease and
health management across various chronic health conditions, there is
a need for holistic approaches to achieving the optimal developmental
potential of these vulnerable groups of children. This article reviews
the developmental and behavioral effects, the hospitalization process,
and the clinical management of chronic health conditions in children
and provides specific recommendations. Chronic health conditions
both affect and are affected by the development and behavior of
children. Clinicians should be aware that chronic conditions affect all
family members. To minimize the adverse effects of the disease, the
unmet needs of children and their families should be identified, and
supportive approaches should be implemented throughout illness and
hospitalization. Specific pediatric roles, including coordination of care,
identification of developmental-behavioral functioning, assessment
of family strengths, education about the disease, and planning for
schooling, should be integrated into standard pediatric care for
effective management of chronic conditions.
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0z

Pediatri uygulamalarinda kronik saglik sorunlarinin yonetimi, optimum
gelisim icin butlincul ve sistematik bir yaklasim gerektirir. Cesitli kronik
saghksorunlarinailiskin kronik hastalik ve saglik yonetimi tizerine 6nemli
bir literatlr bulunmasina ragmen, bu savunmasiz ¢ocuk gruplarinin
en iyi gelisim potansiyeline ulagsmasi icin bltuncll yaklasima ihtiyag
vardir. Bu makale, ¢cocuklarda kronik saglik sorunlarinin gelisimsel ve
davranissal etkilerini, hastaneye yatis sirecini ve klinik yonetimini
incelemekte ve 0Ozgul Oneriler sunmaktadir. Kronik saglik sorunlari,
gocuklarin gelisimini ve davraniglarini hem etkiler hem de bunlardan
etkilenir. Klinisyenler, kronik sorunlarin tiim aile Gyelerini etkilediginin
bilincinde olmaldir. Hastaligin olumsuz etkilerini en aza indirmek
icin, ¢ocuklarin ve ailelerinin karsilanmamis ihtiyaglari belirlenmeli
ve hastalik ve hastanede yatis siresince destekleyici yaklasimlar
uygulanmalidir. Bakim  koordinasyonu,  gelisimsel-davranissal
islevselligin belirlenmesi, ailenin giligli yonlerinin degerlendirilmesi,
hastalik hakkinda egitim ve okul planlamasi gibi belirli pediatrik roller,
kronik sorunlarin etkili yonetimi icin standart pediatrik bakima entegre
edilmelidir.
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INTRODUCTION

The prevalence of chronic diseases in children has increased over
recent decades owing to advances in treatments and care for life-
threatening pediatric conditions and increased survival among
children with serious congenital or acquired diseases (1). Chronic
diseases comprise a wide variety of conditions in childhood and are
typically defined by two main criteria. The first is the duration of
the disease, which is usually 3-12 months or permanent. The second
is severity, indicated by limitations in age-appropriate activities,
prolonged or recurrent hospitalizations, or the need for special care
(2). The term “chronic health condition” refers to both diseases
and disabilities within the context of children’s developmental
and behavioral functions (DBF), as affected by multiple factors,
including age, duration, limitations in age-appropriate activities,
visibility, progression, and physiological, psychological, and social
characteristics. The World Health Organization has also introduced
the International Classification of Functioning, Disability, and
Health to identify chronic health conditions at the levels of body
structures and functions, activities and limitations, and participation
and restrictions, considering a variety of facilitating or limiting
environmental factors (2,3).

Chronic conditions themselves have a significant impact on
children and their families due to pain, caregiving responsibilities,
and financial burdens. Concurrent effects of DBF pose additional
challenges for affected children and their families. Children with
chronic health conditions must cope with the disease itself and its
impact on emotional, behavioral, and developmental functioning.
Distress experienced by family members disturbs family functioning
and influences an affected child’s emotional state (4).

Chronic health conditions commonly originate from multiple
integrated constitutional and psychosocial factors. Although most
diseases have biological etiologies, such as metabolic or genetic
abnormalities, some conditions reflect primarily environmental
and social factors, such as lead poisoning or preventable home
accidents. Psychosocial factors also affect the course and severity of
chronic disease. Children living in poverty have difficulty accessing
coordinated health care (1,2). Previous research has shown that
children with special health care needs in low-income families have
substantially higher unmet health needs than those in high-income
families (5).

Community factors, as facilitators and barriers, also influence
families’ ability to normalize life while caring for a child with a
chronic disease or disability and working toward independent
living (6). Chronic stressors experienced by the affected child and
family members may lead to conflicts; therefore, they develop
many individual coping strategies to regulate their emotions and
solve problems (7). Clinicians should consider the preferred coping
strategy rather than ignore it. If coping repertoires are restricted or
their adaptive mechanisms are poor, clinicians should know how to
support them in coping with the disease (6-8).

Management of chronic health conditions in pediatric practice
requires a holistic and systematic approach to achieve optimal
developmental and health outcomes (4). Although there is a large
body of literature on chronic diseases and the management of
many chronic conditions, there is a need for more research on the
holistic clinical management of these vulnerable groups to achieve

optimal developmental potential (1,2,4). This paper aims to review
developmental and behavioral effects, the hospitalization process,
and the clinical management of chronic health conditions in children
and provide specific recommendations.

Developmental and Behavioral Effects

The effect of chronic disease on the child’s DBF depends on
multiple, interrelated variables, including disease characteristics,
such as whether it is congenital, as well as child, family, and social
factors (2,4). For optimal health outcomes, clinicians should
thoroughly understand the integrated factors that influence
the DBF of children with chronic health conditions (Figure 1).
The appropriate attitudes of parents and clinicians are of great
importance to the development of positive outcomes in children
during adaptation to the disease and treatment (9). Chronic health
conditions are associated with a wide range of DBF problems
(4,10). A national survey in the United States (US) conducted by the
Centers for Disease Control and Prevention reported that parents
of children with chronic health conditions were 2-30 times more
likely to report attention-deficit/hyperactivity disorder, learning
problems, and emotional and behavioral problems, with the
highest rates among conditions involving the nervous or sensory
systems (10).

Developmental Effects of Chronic Condition

Although development is a continuous, dynamic process, there
are characteristic, age-specific developmental tasks, and chronic
conditions may interfere with these tasks (2). The age at disease
onset and the child’s developmental stage particularly affect
coping and adjustment (11). The more pervasive a chronic health
condition, the more functioning is affected and the greater the
challenge for the child and family. Progressive conditions pose
significant challenges for family adaptation and expectations.
Conditions with unpredictable courses are sources of chronic stress
and maladjustment in the child and the caregivers. Conditions
requiring frequent or prolonged hospitalization or isolation lead to
parent-child attachment problems, unschooling, and difficulties with
socialization and community participation. Children with a stable
congenital condition, such as limb deficiency or hearing or vision
deficits, commonly experience their condition as a difference rather
than as a disease (2).

The factors that determine a child’s reaction to a disease may be
specific to the condition, treatment, family, and the child himself/
herself; they interact with each other in a complex way (12).
Developmental periods should be considered in order to understand
the child’s reactions to and understanding of the disease (9):

Infancy: The disease may adversely affect growth and pose caregiving
challenges. The accompanying physical discomfort and changes in
daily routines jeopardize the consistency and reliability of the baby’s
environment and undermine the development of basic trust (2,9).

Toddlerhood: They are prone to be more independent and
curious, exploring their environment. Chronic diseases may delay
the acquisition of developmental skills. The disease can create
significant problems with parental competence and confidence,
which may cause parents to exhibit overprotective or unfair attitudes
that conflict with the toddler’s or older child’s increasing need for
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Figure 1. Integrated factors affecting the development and behavior of children with chronic health conditions.

independence, and these can undermine children’s sense of self-
control and autonomy (2,9).

Preschool period: Anxiety about separation from their parents and
about physical harm is common. Egocentricity predominates, and
they may perceive the disease as a consequence of bad behavior.
Therefore, concerns about whether they will lose their parents’ love
or be separated from them take precedence over concerns about the
name and nature of the disease. Distress may cause developmental
regression in the child. The restrictions that parents impose on their
children may make them fearful, passive, and dependent. Young
children can reveal their feelings through behavior, play, or drawings
(2,9).

School-aged children: Frequent absences due to the disease
interfere with opportunities for learning and socialization. Children
with physical differences must navigate peer acceptance while
accepting their self-image. Restrictions due to disease or medical
treatments cause fear of loss of control during this period. They can
accept necessary procedures due to their increased comprehension
and can describe specific complaints of their diseases. They may
need to inquire about or discuss the condition. Therefore, brief
and accurate information should be provided in an age-appropriate
manner (2,9).

Adolescents: They must work to develop their identities and to
maintain their educational and vocational goals while continuously
managing their chronic condition. The limitations imposed by the
chronic condition conflict with the increasing need for independence,
which can negatively impact peer relationships and the development
of secure sexual and physical identities. Gradual attainment of adult
levels of disease understanding occurs during this period. Since
many chronic diseases require dependence on caregivers, such
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diseases are perceived as a loss of independence and a disruption of
future plans. In addition, physical changes and disruption of school
life constitute sources of psychological problems during this period.
Informing adolescents about the disease and treatment, as well
as sharing their feelings and thoughts, will help them adapt more
readily (2,9).

Difficulties experienced by children with chronic diseases across
different developmental periods are presented in Figure 2.

Importantly, chronic diseases may prevent the development of
an appropriate individual identity in any child or adolescent. The
presence of a disease may be more apparent than the presence of
other individual characteristics. Adolescents themselves or clinicians
often label those individuals as “diabetic” or “leukemic”. Clinicians
should use “people-first” language rather than “disease-first”
language to encourage all involved (2).

Behavioral Effects of Chronic Condition

Community-based studies and meta-analyses commonly indicate
an increased risk of behavioral and emotional problems in children
with chronic conditions compared with healthy children, with an
approximately twofold increase in risk (4,10). Overall adjustment
problems, with increased rates of internalizing (anxiety, depression,
withdrawal), externalizing (attention, hyperactivity, oppositional
defiant disorder, conduct disorder), and low self-esteem, have been
reported, regardless of the specific diagnosis (2). Parental adjustment
is a determinant of the effect of chronic stress on the child. Many
studies have shown a strong correlation between maternal mental
health, particularly maternal depression and anxiety, and a child’s
emotional status (12-14). In a recent national study conducted
among preschool children with chronic rheumatological diseases,
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Figure 2. Difficulties of children with chronic diseases in different developmental periods.

maternal anxiety scores were positively associated with children’s
behavioral problems among those with familial mediterranean fever,
a disease characterized by an unpredictable course. Internalizing
problem scores were higher in children with chronic rheumatic
diseases than in healthy children, suggesting the need for early
childhood screening for developmental and behavioral problems to
manage any chronic conditions (14).

The factors that positively affect the child’s behavioral and emotional
response to chronic disease are the following (12):

1) Dependence on family age-appropriately
2) Minimum need for secondary gains from the disease
3) Ability to withstand restrictions and responsibilities

4) Ability to develop satisfactory relaxing resources

Family Effects of Chronic Condition

The perception of the child as vulnerable is common among families
who care for a child with a chronic health condition, and they usually
act with varying degrees of protection, sometimes restricting the
child’s individual development (2). Each family develops their own
coping strategies to adapt to the disease. Social and cultural factors
influence their adaptation and are shaped by the context of family
beliefs, myths, expectations, and roles (2,8,11).

Families whose child diagnosed with a chronic disease pass through
a commonly predictable sequence of emotional reactions such as
shock, denial, anger, stabilizing, and acceptance. However, these
stages are not exclusive, crises may cause setbacks, and family
members may go through different phases (12). Substantial hours
of nursing care at home may affect family functioning, parenting
attitudes, and individual independence. Although parents are
generally willing to monitor their children’s health, administer

medications, provide physical therapy, etc., they often report stress,
fatigue, depression, and social isolation (7). Community-based
studies have shown increased rates of mental health problems
among parents, particularly high rates of depression or anxiety in
mothers of children with chronic health conditions (13,15). Because
caregiving tasks are usually attributed to mothers in families caring
for a child with a chronic disease, mothers are less likely to work
outside the home (12).

Parents also face economic burdens such as additional medical
care costs, home environment requirements, transportation
costs, and additional childcare needs. Lost income due to a
parent’s absence from work or missed career opportunities
increase financial burden (16). Parents’ economic problems may
lead to marital tension. However, despite the stressful situations
experienced by families caring for a child with a chronic disease,
the frequency of divorce is no higher than that in the general
population (17).

The parents’ multiple tasks often limit the time available to siblings
in families. Previous literature has yielded controversial results
regarding sibling adjustment. Some have reported that living with
a sibling who has chronic health conditions enhances maturity
and skills and improves their resilience (18,19). Others have noted
that siblings experience parental neglect, depressive symptoms,
aggressive behavior, and academic failure (2,9,20). A recent meta-
analysis has reported that siblings of children with chronic conditions
have higher scores on depression rating scales compared with siblings
of healthy children (20). Parental mental health and the family
environment are the particular determinants of sibling adjustment.
Clinical guidance emphasizes the importance of considering siblings
and of encouraging a supportive family environment when caring for
children with chronic diseases (18).

129



Gazi Med J 2026;37(1):126-134

Celen Yoldas. Management of Chronic Diseases in Pediatric Practices

Families need multidimensional social support to cope better with
their chronic conditions. Effective community resources, such as
advocacy groups and condition-specific societies, may help parents
obtain information and tangible support, as well as foster a sense
of worth. Clinicians should shift their focus from providing solely
targeted treatment to fostering family partnership, given this
population’s complex needs within the individual’s social context

(2).
Recommendations for Management

Difficulties in DBF differ by the developmental age periods
which should be considered to understand the reactions and
comprehension of the disease of the child. Clinicians should
know that all family members are affected by chronic conditions.
Frequently encountered problems such as overprotective parental
attitudes and non-compliance with the treatment process can be
prevented by health personnel approaching the family and the child
with open communication and understanding their needs, informing
them about the disease or treatment, and also maintaining effective
communication within the family. To minimize the adverse effects of
the disease, the unmet needs of children and their families should
be identified, supportive programs should be developed, and the
quality and quantity of services provided to children and families, as
well as research on these issues, should be increased.

Hospitalization Process

Hospitalization is a universally significant source of stress due to
separation anxiety, disruption of daily routines, unfamiliarity with
the environment and people, and pain and fear associated with the
disease and its treatment (21,22).

Both the child and the family require planning for hospitalization
to enhance their ability to adapt by reducing their anxiety during
hospitalization (22). Some innovative programs, techniques, and
approaches have been developed to help children and families cope
more effectively with the stress associated with hospitalization (23).
Educational interventions for siblings of hospitalized children are
also beneficial (24).

Children’s Reactions to Hospitalization

Emotional difficulties are greatest among children aged 6 months to
6 years and increase particularly if hospitalization is long or recurs
frequently. Separation from parents and other important family
members is difficult for children because of their physical, social,
and cognitive immaturity and their close, dependent relationships
with their parents. In older children, it is perceived as a loss of
independence; in adolescents, as a disruption of plans for the future.
Some react verbally, whereas others react behaviorally (22).

The suggestions for all age groups include performing treatments
at home whenever possible, using day-care units, limiting invasive,
painful procedures, providing information according to the
child’s developmental level before procedures, and minimizing
hospitalizations. Parents may also experience anxiety and a loss of
control when their children are hospitalized, potentially affecting
their children’s responses (9). The following techniques can be used
to reduce the stress of both the child and the parents (9,22):
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The Techniques to Minimize the Stress Associated with the
Hospitalization

Before hospitalization:

* Provide general education about child health and diseases through
media and schools.

¢ Provide pre-hospitalization tours, videos, and educational materials
(e.g., brochures and coloring books).

e Include the child and parents in decisions and discussions about
procedures and hospitalization.

During the hospitalization:
e Minimize the length and number of hospital stays.
e Encourage and facilitate the visits by family members and friends.

e Provide child-life programs (fun and therapeutic play) and hospital
school programs.

e Ensure continuity of care and minimize changes in doctors, nurses,
and other healthcare staff.

e Provide family-centered care, parents accompany and support the
child.

¢ Provide pain control, a limited number of procedures, and maximal
mobility.

e Support personal care and the child’s sense of self-control.
e Encourage ongoing interest from the peer group.

Hospital structure:

e Cheerful and child-oriented decor

e Developmentally appropriate toys and objects, play spaces to
support cognitive and emotional well-being

e Comfortable accommodation for parents to facilitate family-
centered care

e Waiting areas for parents near the operating or recovery rooms to
reduce anxiety

Developmental Supportive Approaches for Pediatric Patients
During Hospitalization

In addition to the psychological stress caused by hospitalization,
biological stress resulting from the effects of disease and treatment
on the central nervous system may lead to negative developmental
trajectories in hospitalized children (25). Both biological and
psychological risk factors increase cortisol secretion. Long-term high
cortisol levels affect the function of the nervous system and cause
structural changes in brain regions related to learning and memory,
thus negatively affecting development (26).

The patient- and family-centered care approach, therapeutic play,
child life services, hospital schools and educational activities, and
pain control are recommended to prevent or reduce the negative
effects of hospitalization on child development (23).

Patient and Family Centered Care Approach: Within this approach,
healthcare professionals collaborate with the family to make joint
decisions regarding disease treatment and related health processes.
Involving families in their children’s medical interventions or
postoperative care reduces anxiety among children and families,
reduces the need for analgesics, and accelerates postoperative
recovery (27). Although the family-centered approach is well known,
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its implementation is limited even in developed countries. In five
years of national survey data from the US comprising responses
from 36,675 parents of children with developmental or chronic
health conditions, these parents were less likely to report that
their healthcare provider always demonstrated the family-centered
approach than parents whose children did not have any health
conditions (28).

Therapeutic play: Play is vital for all children to cope more effectively
with chronic stressful conditions. Through play, children re-enact
daily life experiences and have the opportunity to participate in
these experiences; thus, they reduce stress by developing a sense of
internal control. Therapeutic play methods can transform the child’s
helpless and passive feelings into active feelings of control by creating
scenarios in which anticipated sources of stress are managed (for
example, by allowing the child to administer an injection to a doll).
In these plays, the expression of feelings is encouraged, education
about the hospital experience is provided, and physiological benefits
are conferred (such as through the blow-out game to improve lung
function) (29).

Child life services: Specially trained child life specialists provide an
organized service known as “child life” in health centers in developed
countries. These services aim to support child development through
therapeutic play, educational activities, and other supportive
activities during hospitalization (30).

Educational activities - Hospital schools: It is difficult for children
with chronic diseases to attend school regularly due to long
treatment periods and frequent hospitalizations. This restricts their
opportunities for social development, disrupts school adaptation
and success, and thus adversely affects children’s developmental
outcomes. Educational programs, called “hospital school programs”,
that follow the curriculum with professional teachers in hospitals
have been initiated to support children’s development during
hospitalization in many countries (31).

Pain control: Management and treatment of pain should be the
primary goal of pediatric care. Pain is a biological and psychosocial
stressor that affects the development of hospitalized children. The
perception of pain and its stress increase over time if adequate pain
control is not provided. Children with chronic pain report higher
levels of physical disability, anxiety, depression, and sleep problems
as well as poorer academic performance and lower quality of life,
compared with their peers (32).

Recommendations for Hospitalization

Clinicians should aim to promote optimal functioning in everyone
involved in the process and to restore the family to normalcy as
much as possible. Preparation for hospitalization is important
for managing the condition. It is recommended that all family
members involved in the process be informed about the disease,
the evaluation, and the treatment. Information should be tailored
to the developmental level of the child. Defenses such as denial and
reflection should be expected. Open and sufficient communication
establishes a sense of trust and competence in the child and the
family, thereby increasing self-esteem, coping skills, and treatment
adherence during hospitalization. The child should be allowed
to express his/her feelings about the disease. What will be done
should be explained before the procedures; however, it is necessary

to avoid unnecessary medical details and to be aware that anxiety
and stress can impair the ability to understand what is heard.
Many healthcare professionals underestimate young children’s
capabilities and do not attempt to communicate with them. It
is also necessary to be available to listen to the child and family.
Children whose parents have depression or anxiety and who receive
less family support are considered at risk and should be referred to
mental health services. The development of hospitalized children
can be supported by reducing both biological and psychosocial
stressors. The clinician’s role during hospitalization is to minimize
the distress and trauma while maximizing the benefits of care
coordination (21).

Clinical Management of Chronic Health Conditions

The effective management of chronic conditions in children requires
specific pediatric roles, including coordination of care, identification
of DBF, assessment of family strengths, education about the disease,
and school planning (2). Figure 3 presents the recommended
pediatric management for children with chronic health conditions
in clinical practice.

Coordination of Care

The medical home concept has been widely embraced as a primary
care model for all children, initially to ensure coordinated care for
those with chronic conditions. This model transforms the healthcare
delivery system by avoiding fragmented care, overuse, or underuse;
promoting interagency cooperation; alleviating stress for families;
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Figure 3. Recommended clinical pediatric management of children with
chronic health conditions.
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and ultimately improving outcomes such as health status, quality
of life, and participation in school and the community. Following
the registration of children with chronic health conditions, medical
home providers, in addition to implementing standard medical care,
provide children and families with access to educational materials
and partner with families in decision-making, often in collaboration
with other services and subspecialists (33).

Coordination of care entails developing an up-to-date family-
centered care plan; helping the family learn about their child’s care;
facilitating access to needed services; establishing a network that
connects all care providers, including social and educational services;
and helping resolve conflicts among all parties. Social and emotional
support for the family is also an integral part of care (34). Families
usually need care coordination during the first year after diagnosis,
during the adaptation process at discharge, and during particular
transitional periods, such as schooling or transition to adulthood.
They usually feel more competent in managing their child’s needs
and services as they acquire experience over time (11).

Identification of Developmental and Behavioral Functions

Children with chronic health conditions and their families require a
wide range of services to meet their special needs. Through periodic
assessments, clinicians can inform families about or help families
access preventive mental health care, appropriate home nursing,
educational and social services, and other specialized therapies (34).
Healthy siblings of children with chronic health conditions are also
at risk; therefore, the needs of other family members should be
considered. Clinicians should ensure that all family members receive
developmental monitoring and health supervision to prevent,
identify, and manage the risks (27). Because of the high cost of
health care for many chronic conditions, clinicians should also be
familiar with both private and public referral sources in their region
(33,34).

The clinician should be aware of the problems associated with DBF in
children with chronic conditions and assess functioning and the need
for referral (4,10). Developmentally supportive strategies should be
discussed with families at every opportunity (14). Although most
clinicians are willing to identify DBF in their patients with chronic
conditions, they face multiple barriers, including a lack of time,
training, and resources for referral. Therefore, a high proportion of
children and families have unidentified developmental, behavioral,
and mental health needs (35).

Assessment of Family Strengths and Difficulties

Clinicians should identify families’ knowledge, social support, and
coping strategies; help them increase support, if necessary; recognize
difficulties and unmet needs; and strengthen skills for coping with and
nurturing their child. If coping strategies are inadequate, clinicians
should direct them toward strategies such as empowerment, self-
management skills, and task sharing to help them cope with their
diseases. Additionally, clinicians should be sensitive to maternal
depression and marital dysfunction and know how to identify
these problems and provide referrals when necessary. Telehealth,
respite care, socio-emotional support, insurance and employment
benefits, and parenting support are promising approaches to reduce
stress and improve parental health and well-being in the clinical
management of chronic health conditions. Parents are likely to
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benefit from interventions tailored to their needs at different time
points along their child’s chronic disease trajectory (36).

Education about disease

Patient education is a key component of patient engagement,
supporting them in managing their lives with chronic conditions.
Structured educational programs enhance knowledge, self-
management skills, and autonomy. In a scoping review on children,
patient education was found to be beneficial in terms of decreased
use of emergency care, hospitalizations, and visits to general
practitioners, as well as fewer missed school days (37). Education
about the disease and treatment should be given according to the
developmental level of the child and the comprehension abilities
of the parent. Education for the child is a continuing process as the
child develops cognitively. On the other hand, families may receive
much confusing information from different providers; clinicians can
clarify knowledge for the families. Clinicians should communicate
effectively with families and other providers and remain current on
the related health condition (27).

Partnership in decision-making has expanded tremendously
during the last decades. Parents accept more responsibilities in
care now. Through the transition to adulthood, children take more
responsibility to learn self-management of their chronic condition.
When children and adolescents are actively involved in decision-
making in their health care, they are usually better informed, thereby
facilitating and benefiting the work of the health professionals (38).

Planning for School Education

Many children with chronic health conditions need satisfactory
planning for school education. Due to school being the main
workplace of children, clinicians should consider the school
requirements. Some families need the support of their doctors to
adjust school needs for their children. Some children need special
education services because of the impact of their diseases on social
and cognitive development. Some children with chronic health
conditions cannot participate in standard education curriculums,
requiring modifications of school days or class environment. Some
require planning for medication or emergency care at school. School
staff often need education about the disease and the necessity and
results of schooling in the context of chronic conditions. Clinicians
should work in collaboration with schools and families to ensure the
best school placement (2).

CONCLUSION

Chronic health conditions both affect and are affected by DBF in
children. Clinicians should know that all family members are affected
by chronic conditions. Therefore, the unmet needs of children and
their families should be determined, and supportive approaches
should be implemented during illness and hospitalization. Specific
pediatric roles, such as coordination of care, identification of DBF,
assessment of family strengths, education about the disease, and
school education planning, should be integrated into standard
pediatric care for effective management of chronic conditions in
children. Given the complexity of managing chronic health conditions
for children and their families, holistic pediatric involvement with
interdisciplinary collaboration and care coordination is necessary.
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